
Participants
	• 5 caregivers were from the United States—all 

were White and women (Figure 1)
	• Care was provided for patients in their 60th 

(n=1), 70th (n=3), and 80th (n=1) decile of life 

Figure 1. Caregiver Age and Education Level
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	• Findings from the OBB data revealed the 
strong impact and burden on caregivers of 
patients with higher risk-MDS, which varies 
depending on disease stage, the choice of 
treatments, and the caregiver’s personal 
situation

	• 7 key themes were identified where the 
caregiver burden was significant
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OBJECTIVES
	• To identify key challenges for caregivers of patients with higher-

risk MDS before, during, and after diagnosis and along the disease 
journey; impact on the caregiver’s life and well-being; and impact 
of decisions made, including treatments

METHODS
Qualitative Research Design
	• The OBB was conducted over 14 days and enabled data collection 

via a web-based platform

	• A mix of moderator-led question-and-answer sessions and 
participant discussion provided the caregiver insights as online 
dialogue

	• This type of online focus group can generate more meaningful  
and impactful insights compared with traditional in-person  
focus groups6

Participants
	• Eligible participants were aged ≥18 years, caregivers of an adult 

patient with high- or very high-risk MDS or intermediate-risk 
patients receiving hypomethylating agents, and proficient in  
written English

	• Participants were excluded if they were a caregiver of a patient with 
lower-risk MDS, a patient in a clinical trial, or a paid caregiver

Analyses
	• A content analysis of the full text was conducted independently  

by 2 researchers per country (United States, Canada, and  
United Kingdom)

	• The findings were compared across countries to identify common 
themes and categories

	• The results from the US caregivers are presented in this poster
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INTRODUCTION
•	 Myelodysplastic syndromes (MDS) are a heterogeneous group 

of hematopoietic diseases that are associated with impaired 
bone marrow function, persistent cytopenia, and a risk of 
progression to acute myeloid leukemia (AML)1

•	 Patients with MDS, especially those with higher-risk MDS, face 
considerable challenges in the course of disease management 
and often require support from a caregiver

•	 Patients with advanced cancer and their caregivers can 
experience physical, emotional, social, financial, and functional 
issues

•	 Research on the burden of caring for patients with advanced 
cancer suggests that caregivers receive insufficient support, 
likely due to the lack of knowledge about their needs2-4

•	 Prospective evidence shows that having the consistent support 
of an inpatient care-partner is associated with longer survival in 
patients receiving a bone marrow transplant5

•	 Although not yet studied in the area of higher-risk MDS, these 
findings give weight to a strategy to support both patient and 
caregiver for potential better outcomes in MDS

•	 The overall experience of caregivers for patients with MDS has 
not been evaluated to date

RESULTS

	• The findings highlight a significant impact and burden on 
caregivers of patients with higher-risk MDS, which varies 
depending on the stage of the disease, the choice (or lack of 
choice) of treatments, and the personal situation of the caregiver

	• For example, although the caregiver role for more recently 
diagnosed patients requires limited efforts, their role increases 
significantly if a stem cell transplant occurs and/or if the patient’s 
health status changes

	• Emotional stress is pervasive, especially at the diagnosis and 
prognosis stage and when told to “watch and wait”

	• This is amplified when patients/caregivers perceive a lack of 
knowledge/expertise about MDS in HCPs, resulting in higher 
burden as they seek information and additional expert advice

	• Additional stress factors include the financial burden, time 
burden when balancing other commitments, and impact on their 
own health—particularly if they have their own health issues to 
manage

	• Most caregivers can manage the physical and functional aspects 
of care; however, many state that the bigger unmet need for 
both patient and caregiver is emotional support, which has not 
typically been part of the standard of care provided to patients 
with MDS

	• There is a strong need for mental health support for both patient 
and caregiver

	• There is an opportunity for healthcare systems to provide better 
support in these areas of emotional burden

Caregiver role & burden
• Partner caregiver puts pa�ents’ needs first 

(including own health care issues)
• Children caregivers adapt their family/work lives 

to support the pa�ent on informa�on, logis�cs, and 
access to treatments

• Level and burden of care changes as the disease 
progresses and/or depending on intensity of treatment; 
transplant recipients require substan�ally more care

• The caregiver burden is perceived to be less in the 
earlier years of care (vs other countries with 
longer years of caregiver experience)

• Financial impact is increased but manageable 
(vs other countries with greater impact on 
caregiver employment status and financial stress)

Mental health
• Emo�onal stress is pervasive throughout the disease journey, 

with peaks in several phases: at diagnosis, when making 
treatment choices, and when treatment fails

• Caregiver is protec�ve of the pa�ent and absorbs the physical, 
func�onal, and emo�onal needs of the pa�ent—o�en ac�ng 
as decision-maker and mo�vator; however, they do not share 
their own needs or nega�ve feelings with the pa�ent

• O�en feels alone, experiencing a lack of empathy from others
• Feels that life has been limited, with lowered future 

expecta�ons; future plans put on hold as life now revolves 
around the pa�ent’s needs

• Coping mechanisms include lowering life expecta�ons, having 
faith, and making �me for themselves 

• Contact with family/friends (and/or other pa�ents/caregivers 
in-person or online) is an important social support network

Family dynamics
• Mo�va�ng the pa�ent to be more ac�ve can be 

perceived as being nagging/bossy
• May choose to avoid having conversa�ons 

regarding prognosis or treatment failure to protect 
pa�ent and keep them hopeful

• Most difficult situa�ons arise when pa�ent and 
caregiver are not communica�ng well

• Co-caregiving benefits include clear roles for each 
caregiver and less impact on each person’s lives

• Differences in perspec�ves/informa�on can bring 
conflict among co-caregivers

HCP interac�ons
• Common sources of dissa�sfac�on with HCPs include  

poor or insufficient communica�on about disease 
complexi�es, hesitancy to share prognosis, limited 
treatment op�ons, and considera�on of family needs 
and requests

• Lack of a mul�disciplinary approach is disrup�ve to 
pa�ent-HCP communica�on

• Caregivers may prefer MDS Centers of Excellence even 
when factoring in the increased burdens on �me, 
appointment logis�cs, etc

Treatment experience
• Limited treatment op�ons bring 

unexpected burden (eg, transplant) or 
loss of hope with limited control of the 
disease (eg, hypomethyla�ng agents)

• As pa�ent physically and/or mentally 
declines, role of “decision-maker” 
increases for caregiver and is aided by 
seeking informa�on on the internet 
and/or a second opinion

Informa�on & educa�on
• Decision-making is challenging because of the 

disease complexity and perceived 
inaccurate/incomplete informa�on

• Trust is undermined by a lack of consensus 
among different physicians regarding new 
treatments

• Pa�ent advocacy groups are perceived as a 
source of reliable and clear informa�on

• Social media is perceived as a posi�ve 
environment in which to share knowledge and 
experience with other pa�ents/caregivers

Disease experience
• Lack of awareness about MDS, its complexity, its poor 

prognosis, and its limited cura�ve treatment op�ons 
contribute to fear, uncertainty, and loss of hope

• Feelings can be compounded by poor communica�on 
by HCP, leading to a sense of paralysis for some; this 
situa�on can also mo�vate others to seek informa�on 
and a second opinion

• The “watch-and-wait” approach is stressful and difficult 
to understand; receiving ac�ve treatment, even with 
side effects, is seen as a blessing in comparison

• Pa�ent quality of life and survival are main goals for 
the caregiver

Caregiver
and Pa�ent

HCP, healthcare provider.

Key Themes Experienced by Caregivers of Patients With Intermediate- or Higher-Risk MDS
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“We moved to a different 
state in order to be close 
to a Center of Excellence. I 
knew no one and my whole 
support system was gone.”

“[My husband is] too tired 
or he doesn’t want to think 
about the hard questions 
that the doctor will be 
asking him.”

“In my darkest times I called [the] MDS 
[Foundation] for support. Later after 
the transplant I called BeTheMatch 
for caregiver support. There you get 
matched with another caregiver who 
has had a similar experience. That was 
extremely helpful. At the hospital we 
also talked to the social worker and to 
volunteers who had had a transplant. 
That was always very emotional but 
very helpful.”

“I was solely responsible. I was [my 
husband’s] advocate and being 
assertive to doctors and nurses was 
not something I was looking forward to, 
but I had more strength than I knew.”
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